I feared his hands; he had sores on them. . .my belief was that 11 whenever you see an albino you have to spit saliva on your chest 12 (Miles, 2011) .
13
Children in African communities born with the genetically 14 inherited condition oculocutaneous albinism are strikingly differ-15 ent from their peers. Instead of the usual dark pigmentation they 16 lack melanin pigment in their hair, skin and eyes, making their hair 17 sandy coloured, their eyes blue to hazel and their pale skin 18 extremely sensitive to the damaging effects of the sun (Lund, 19 2005) . The high risk of developing skin cancer makes it imperative 20 that all those with albinism adopt sun protection strategies from 21 birth, including wearing protective clothing and avoiding sun 22 exposure as much as possible (Lund and Taylor, 2008) . Less obvious 23
are the eye problems associated with albinism: involuntary 24 nystagmus causing their eyes to wobble involuntary from side 25 to side, photophobia, poor depth perception, strabismus (squint), 26 poor visual acuity, and refractive errors (Yahalom et al., 2012 ). An 27 optometric study in South Africa found that 85% of the children 28 with albinism had less than 30% vision, even with best optical 29 correction (Raliavhegwa, 2001) . 30 The very visible difference in appearance of those living with 31 albinism can lead to a lack of acceptance and poor social 32 integration. A myriad of myths and superstitions surround the 33 condition (Baker et al., 2010; Braathen and Ingstad, 2006) , leading 34 to stigmatisation, rejection and a lack of understanding about 35 albinism. Alex Munyere describing his personal experience of 36 living with albinism in Kenya called it 'a disability that others do 37 not understand' (Munyere, 2004) . The vulnerability of people with 38 albinism has been dramatically highlighted by reports of 39 dismemberment and killings in Tanzania and other regions of 40 central and east Africa, to obtain their body parts for use as 'good 41 luck' charms (reviewed in Cruz-Inigo et al., 2011) . 42 Albinism has been recorded throughout sub-Saharan Africa 43 with estimated frequencies of between 1 in 2000-5000 (Hong 44 et al., 2006) ; however there are few detailed epidemiological 45 studies that provide evidence of the frequency of the condition in 46 the region. Published data on the prevalence of albinism among 47 schoolchildren in Zimbabwe and South Africa estimate that there 48 are up to 7000 people living with albinism in Malawi, assuming a 49 total population of 14.86 million and a prevalence of 1 in 2000 50 (Lund, 1996; Lund and Gaigher, 2002) . 51 In order to help address the paucity of data on the lives of people 52 with albinism, a small team of Malawian and UK researchers International Journal of Educational Development xxx (2014) xxx-xxx Oculocutaneous albinism is an inherited condition with significant health and social impact on the lives of those affected throughout sub-Saharan, including in Malawi. Myths and superstitions surrounding the condition lead to stigmatisation, rejection and misconceptions. In a participatory study, consultations with educational professionals, children with albinism and their families documented the barriers to full educational access and revealed low-cost strategies that could be implemented in mainstream schools, to minimise the effect of the visual impairment associated with albinism. These were captured in two information booklets in English and vernacular, one for children and the other appropriate for teacher training.
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53
carried out a study to collect primary data about school children's 54 experiences living with the condition in different educational 55 settings in Malawi. Seeking to use participatory research 56 techniques (Lynch et al., 2012) , the team designed tools that 57 could that could give equal opportunity and voice to children with 58 albinism, their families as well as teaching professionals who 59 supported these children in mainstream schools and resource 60 centres. It was critical that this study could provide an insight into 61 the educational and social events that impact strongly and 62 negatively on the mental and social well-being of children with 63 albinism. 64 1.1. Different approaches to educating children and young people 65 with albinism
66
Children with low vision (including those with albinism) are 67 often educated in specialist schools for the blind, outside the 68 mainstream sector. A recent study carried out in special schools 69 and resource centres in Kenya, Malawi, Tanzania and Uganda 70 revealed that out of 1062 children assessed, 382 children had low 71 vision (visual acuity > or = 6/60) and 120 had normal vision 72 (Tumwesigye et al., 2009 ). Even though a high proportion of 73 children could read print they remained in these educational 74 establishments with blind children and did not have the 75 opportunity to attend their local mainstream school. 76
Studies (Lund and Gaigher, 2002 ) at a special school for children 77 with albinism in South Africa give an insight into their education in 78 rural areas of the country. Although the school had access to 79 magnifiers and other low vision devices, the pupils with low vision 80 did not rely on these. They were used only for particular lessons 81 such as map reading. The children with albinism at this school 82 were all taught using print, none were taught Braille although this 83 training was available for the totally blind. The school's aim was to 84 teach the children skills that would enable them to integrate 85 successfully into mainstream school at secondary level.
86
In nearby African countries, including Zimbabwe and Zambia, 87 children with albinism attend mainstream schools, although 88 inclusion in mainstream schooling can lead to challenges for both 89 the children with albinism and their teachers. In an action research 90 study in Zambia (Miles, 2011) , one teacher of a boy with albinism 91 expressed her fears of having 'an albino' in her class 'I was not so 92 free with him, I feared his hands, he had sores on them. . .my belief 93
was that whenever you see an albino you have to spit saliva on 94 your chest'. Fear driven by superstitious beliefs has a negative 95 impact on the way children are treated in education in sub-Saharan 96 countries. Paucity of correct information about the condition at 97 community level inevitably increases the probability of teachers 98 drawing on local superstitions and myths (Baker et al., 2010 (Sightsavers, 2012) . The 123 creation of a small Ministry of Disability and Elderly Affairs was 124 considered to be a major breakthrough particularly in making 125 'disability' more visible in Malawi but the ministry has not been 126 able to play a significant role in the delivery of a national 127 development agenda. This is mainly due to the lack of funding and 128 lack of specialist knowledge by ministerial personnel (Sightsavers, 129 2012) . Significant gaps in knowledge about the main causes of 130 disability and disease, particularly at the health sector level, 131 coupled with inadequate sources of information that can be shared 132 with families affected by disability have led 'people making up 133 explanations, which could be connected to illness and disease' 134 including those with albinism (Braathen and Kvam, 2008 (Lynch and McCall, 2007 
260
Although albinism affects both genders equally, the number of 261 girls attending resource centres is significantly lower than boys. 262 (Current records from the Ministry of Education estimate there are 263 48 boys and 22 girls). The significantly lower number of girls being 264 educated was a cause of concern for the research team. 265 Explanations for gender disparity could be the result of parents 266 concerns about the protection of girls in residential settings, which 267 are mainly managed by male members of staff.
268 Observations of individuals with albinism on visits to resource 269 centres gave the researchers the opportunity to assess the 270 children's 'functional vision' without the children using any 271 additional low vision devices. The 'draw and write' technique 272 (Bradding and Horstman, 1999) which has been used in a variety of 273 disciplines such as health education was adopted as a discussion 274 starter and a method to help empower the recruited children to 275 express their views (Lambert et al., 2013) . This method is 276 considered more useful for younger aged children (6-8 years) 277 giving them something concrete and active to focus on, rather than 278 talking directly to a stranger (Punch, 2002 295 The MIEP database held by Sightsavers and that of The Albino 296 Association Malawi were used to recruit participants at two 297 resource centres (one near Lake Malawi and a second near Blantyre 298 City) and a school for the blind. Additional interviews were carried 299 out with families in Mchinji District. Two-thirds of the children 300 interviewed resided at one of the three resource centres visited 301 over the two-year period. 302 A field report of the study was shared with stakeholders 303 consulted in the study, including the study commissioner, before 304 publishing and disseminating more widely (Lynch and Lund, 305 2011) . This provided the evidence base to develop two information 306 booklets, one for teachers, giving them practical information on 307 how to support children and young people with albinism in school 308 and another aimed at children and young people with albinism. 309 Both booklets have been widely distributed across Malawi.
310

Findings of the study
311
The evidence indicates that both children with albinism and 312 their families experience a range of cultural and social events 313 that impact strongly and negatively on their mental and social 314 well-being.
Children's experiences of their condition and how they are treated
316
Children with albinism were asked about how the 'condition' 317 of albinism affects their daily lives, particularly in relation to how 318 they are treated at school and in their community. Nearly half of 319 the children interviewed ( n = 27) said that they had heard stories 320 and myths about albinism which caused them anxiety or made 321 them feel vulnerable. Almost all the children we interviewed at 322 the resource centres and those attending mainstream schools 323 ( n = 55) said that they had experienced name calling and bullying 324 at some time in their lives. Only three children who attend a resource centre said they had 410 received prescribed spectacles and in some cases a magnifying 411 glass. The ITs, during a focus group discussion, raised concerns 412 about the little actual hands-on training they had received on low 413 vision devices (LVDs) or how to apply low-cost solutions and 414 techniques to enhance children's access to printed text. Data from 415 the questionnaire confirmed that none of the ITs had received any 416 training on how to use LVDs or had information about the most 417 basic types of LVD such as a reading stand for children. In spite of 418 this lacuna in skilled knowledge, ITs were still expected to provide 419 timely advice to class teachers on how to use these devices and 420 show children how to use them correctly. There was also a lack of 421 monitoring and evaluation of any prescribed LVDs in terms of 422 acceptance or usability by the children themselves. This could 423 partly be due to the fact that many of the devices are prescribed by 424 eye clinical services to the children and their families without any 425 consultation with the ITs, who in turn do not encourage the 426 children to use them in class. 427 Given the low up-take of LVDs, a hand-held bright magnifier 428 was given to one older boy aged 14, as a trial. He was shown how to 1 Muti is a term for traditional medicine in Southern Africa as far north as Lake Tanganyika. The word muti is derived from the Zulu word for tree. More recently muti victims have been children in Eastern Africa where their body parts have been traded locally also often transported across borders of various countries where there is demand.
2 This is an assessment to determine how an existing or potential visual impairment may affect a student's performance, for example, at school. Qualified teachers of visually impaired students assess such visual functions as near and distance acuity, visual field, colour perception and contrast sensitivity (RomanLantzy, 2008).
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Although the magnifier could be kept in a pocket and used 431 discreetly, he did not use it at school as he said that other pupils 432 'disturbed him as they also wanted to use it for fun'. He, however, 433 used it for his homework. should not look at her or carry her, because she will give birth to 470 an albino. This I have experienced so. . ..and it is very common in 471 our village, especially to elderly women when talking or giving 472 advice to pregnant women, (mother of a young boy with 473 albinism).
474
Conversely, eight families interviewed at the resource centres 475 showed a strong sense of self-efficacy, spirituality, agency and 476 resilience when narrating their personal experiences. For example, 477 some families considered the birth of a child with albinism as 'a gift 478 from God' or 'the will of God' in a positive sense. They were able to 479 hold this view in spite of the significant negative and sometimes 480 violent reaction they received from their own family, particularly 481 immediate members such as their husband or partner, but also 482 from their community.
483
Since the child was born other women could laugh at me asking 484 me how could I choose to give birth to an albino child. . .but I tell 485 them that it's God's plan and I need to receive it like that, 486 because I also don't know why God gave me a child like this one. 487
My husband used to ask me why I gave birth to an albino. I told 488 him that it's a gift from God, (mother at focus group discussion). 489 As for me, if there is the chance for someone to tell me about 490 albinism I will be happy. . .I may want to know, but I think it is 491 not very necessary. I don't see any problem, because I know any 492 woman can give to a child with albinism based on the will of 493 God, (mother at focus group discussion). 494 Disturbingly, one mother interviewed explained how her 495 husband wanted her to kill her first born child who had albinism. 496 During an individual interview, a mother of a 14 year old son with 497 albinism, testified how her husband had become depressed after 498 the birth of their boy and decided to leave her and two older 499 children with black (normal) pigmentation to 'take another wife' in 500 another part of Malawi. In spite of these incredible challenges, the 501 mother raised her son with love and compassion and ensured he 502 went to his local school. 503 3.6. Information about albinism for children with albinism 504 Parents of the interviewed children felt they could go to their 505 local organisations, particularly FEDOMA and TAAM to find 506 information, or visit a skin clinic or talk to other families who 507 have children with albinism in the hope of reducing isolation in 508 their own community and enable them to cope with the external 509 pressures that they and their children face. Many families were 510 able to recall instances when they had met or seen people with 511 albinism in their immediate or extended family. Families who had 512 access to the right clinical services, schooling (e.g. resource centres) 513 and advice (TAAM) felt better placed to make decisions about their 514 children's physical and emotional well-being and education.
515
We are taught on how to use the lotion but in some cases we 516 just read from the instructions on the bottle. As for my child 517 when I bathe him I wait for him to dry then I apply the lotion 518 and keep him in the house. I apply in exposed areas like the face, 519 around the ears and neck and sometimes the legs. When 520 30 minutes are over I let him go out and play, (mother of a child 521 who attends a primary school). 522 I was lucky to have met a person who introduced me to the 523 resource centre. Before he came my son used to have sun burn 524 and blisters on his lips because we didn't have the means to 525 support him, (father of a child attending a resource centre). 526 3.7. Sun protection strategies 527 The protection of skin was also a major area of interest in this 528 study, particularly in a sub-Saharan African context where children 529 are exposed to sunlight all year round. During the interviews the 530 researchers could see the results of varying degrees of individual 531 sun exposure and the extensive damaging effects that sustained 532 periods of time out in the sun had on the children's exposed skin. 533 Some children had scaly tough skin on their necks (solar elastosis) 534 with red, burnt skin which attracted unwanted attention from 535 other people in their community. Only a very few children we 536 interviewed were blemish free.
537
Sometimes other children call me red man or white man but 538 without worth [money], (11 year old boy attending a resource 539 centre).
540
Those who had hats wore them to the interview but in many 541 cases they were either too small, worn out, torn or a baseball 542 design that provided inadequate protection to the face and neck. 543 The hats distributed to children were often donations from 544 benefactors or from NGOs visiting resource centres or were 545 donated to TAAM to distribute to individuals with albinism. In 546 addition, many had blisters on their lips which often remain and 547 become re-infected and sore. This resulted in them taking their children out of local schools and 571 sending them to a residential resource centre where they thought 572 they would receive better protection and ultimately a better 573 quality education.
574
I recommend and prefer the resource centres because there is 575 no stigma and the teachers understand the albino child better. 576
They don't say that we will only favour those who we look alike 577
[with normal black pigmentation]. There is also so much love 578 given to the pupils by the teachers because there are many 579 children who are albinos at one school, (father of a child who 580 attends a resource centre).
581
The implications of sending their children to these centres were 582 huge in terms of the teaching approaches used (i.e. Braille as the 583 principal teaching medium) as well as the impact of living away 584 from their families on their social and emotional well-being, but 585 some parents felt they needed to send their children to resource 586 centres. In a small number of cases, parents said they wanted to 587 send their children to the local primary school in spite of the large 588 class sizes and poor limited knowledge that class teachers had 589 about supporting children with albinism. 590
Parents of children who had attended mainstream schools and 591 then been sent to resource centres had strong views about how 592 mainstream schools could improve the learning experiences of all 593 children with albinism. They felt that teachers played an important 594 role in caring for the children, helping them to choose a friend in 595 the classroom who can aid them with their school work; preferably 596 someone who had clear handwriting, as well as a buddy who could 597 make sure they were not excluded during recreation times. They 598 also felt that teachers could give them duties indoors so they were 599 not outside at the hottest time of the day, and organise games in a 600 shaded part of the school grounds so that children with albinism 601 could participate fully. They should also know that children with 602 albinism need to wear protective clothing, even if it is not the 603 regulation school uniform. 604
When interviewed, four teachers at one of the three resource 605 centres expressed strong concerns about the placement of children 606 with albinism in mainstream school, saying that resource centres 607 are the most appropriate form of school to educate these children. 608
They were aware of the challenges that children with albinism face 609 in their own communities on a daily basis and considered resource 610 centres to be safer places for them to live, not constantly to have to 611 face the pressures of 'looking different'. 612 3.9. Employment opportunities 613 Two close relatives of children with albinism questioned the 614 purpose of schooling for these children especially when employ-615 ment prospects are poor for this group. An uncle of a young man 616 with albinism could not see the value of school if 'these children 617 could not find work'. He placed part of the blame on the 618 government in not helping young people to find suitable work. 619 I can challenge you that I have not seen any albino with a good 620 job whether in government or private sector. So as parents we 621 may have the will to support them to go to school but we see 622 other albinos who have gone to school but cannot get a job. My 623 plea would be to the government to consider albinos for 624 employment, (uncle of boy with albinism at focus group 625 discussion).
626
In spite of the poor employment prospects for people with 627 albinism, some enter the teaching profession. An interview with a 628 recently qualified female primary school teacher showed how she 629 had managed to ensure a good school education herself. This 630 teacher showed great determination in seeking appropriate 631 support at school, asking her class teachers to lend her books so 632 that she could do her own private reading. At home, she was 633 equally resourceful in asking her siblings to help her copy the 634 teachers' notes. 635 I started Standard 1 and then I was not realising that I have low 636 vision. I realised when I was in Standard 4. . .in the first three 637 years I thought that everyone has the same vision as I have. I 638 was unable to see on the chalkboard and then, after I realised 639 that I have low vision, then I started following the teacher, 640 saying 'can you borrow me some books?' I told him that I have a 641 problem to see on the chalkboard and then he was giving me the 642 book.
643
A male primary school teacher with albinism, who taught for 644 over 15 years in rural Blantyre said that he had experienced some 645 problems with his employer in the past, particularly in relation to 646 travelling long distances (up to 8 km) to school and being exposed 647 to the sun. He was transferred to a school house which is situated 648 100 m from the school. He had not experienced any difficulties 649 with fellow members of staff or children in his class, but had 650 difficulties when outside teaching sports activities to all the 651 classes. He said 'it affects my skin during the hot season and I find it 652 difficult to see and my eyes become watery. . .I don't have 653 sunglasses.' Both teachers' testimonies indicate that they were 654 treated with respect and due consideration at the schools where 655 they worked. 656 3.10. Role of itinerant teachers (ITs) and strategies to support children 657 in mainstream school 658 Evidence from focus group discussions indicate that ITs play an 659 important role in supporting children with low vision who go to 660 mainstream schools. The majority of children with low vision have 661 albinism. For example, six ITs said they supported between five 662 and six children with albinism and one said she had eight children 663 on her caseload. The frequency of visits varied from once a week to 664 once every month. The amount of time they spent with children 665 varied considerably between visits-from an hour to almost a 666 whole school day (approximately 5 h). The travel distance from 667 their base schools to the child's school was an important factor in 668 deciding how much time they could realistically spend with each child at school. Nearly all the ITs had to rely on public transport or 670 use personal bicycles, with some journeys taking up to half the day. 671
ITs felt positive about the inclusion of children with albinism in 672 mainstream schools and believed many of the strategies they were 673 utilising were having a positive impact on the children. They 674 strongly believed in increasing access to the curriculum (by 675 providing large-print versions of text books) as well as encouraging 676 them to move close to the chalkboard when copying and 677 participating in all activities inside and outside of the classroom. 678
They also considered their role to be one of supporting and 679 advising the class teacher. Class teachers may not always be aware 680 that all children with albinism have varying degrees of low vision 681 and will take longer than their normally sighted peers to read 682 information. Strategies suggested by ITs to support children with 683 albinism included allowing them extra time to complete reading 684 and copying tasks and pre-preparing large print copies of 685 examination scripts and allocating additional time to complete 686 school and state examinations. Teachers were also advised to 687 encourage these children to wear clothing to protect their skin 688 from the sun and to allow them to wear their hats in the classroom 689 to protect their eyes. 690
Class teachers revealed that they could be more supportive of 691 children with albinism as long as they were able to draw on 692 support from an IT. All primary school teachers had received some 693 training in special needs education as part of their pre-service 694 training course but did not feel equipped to teach children with 695 visual impairment (including children with low vision 771 The national association supporting families with albinism, TAAM, 772 plays a key role in organising workshops and training that include 773 children and adults with albinism, recognising their knowledge of 774 the condition. It is important that families living in rural areas are 775 able to benefit from the association's work particularly in relation 776 to where they can receive help from local services and counselling 777 from members of the association. TAAM has started to develop a 778 data base of families with albinism; to share experiences nationally 779 and regionally and to provide a point of contact for children and 780 their parents to learn from each other and relieve isolation. 781 There was a consensus among parents interviewed that those 782 with experience and knowledge about albinism should take an 783 advocacy role, for example, visiting villages to talk to the village 784 elders and their communities about albinism and to try and dispel 785 any negative or harmful myths that could prejudice people with 786 albinism. Families were able to draw on their own spirituality (or 787 religious beliefs) to find explanations that could help them to 788 explain why their child was different. These 'explanations' also 789 gave them the resilience to face adversity from their own family 790 and their community (Muthukrishna and Ebrahim, 2014) . Not only 791 did they have to face the trauma of having a baby with albinism, 792 but also had to cope with accusations of being the 'wrong-doer' 793 with eventual abandonment from their husband or partner, who 794 could become invisible in the care of the child with albinism (Grut 795 and Ingstad, 2005) .
Albinism causes low vision, but is not progressive
797
In African populations albinism is a very visible but often 798 misunderstood condition (Lynch and Lund, 2011 
Teacher training issues
886
This study identified gaps in teacher training programmes, both 887 at initial teaching level and at a specialist level, with teachers 888 struggling to know what to do when they have children with 889 albinism in their class. Lecturers did not have access to relevant, 890 up-to-date information about how to provide teachers with low 891 cost solutions to make children's experiences at school more 892 enjoyable and rewarding. The research team responded to this gap 893 in knowledge and understanding by producing an easy-to-read 894 information booklet for teachers. 895 Miles (2011) believes that reflective writing and in-service 896 training workshops are likely to be far more effective in 897 challenging negative attitudes and superstitious beliefs than 898 delivery following a curriculum at a teacher training college 899 which simply informs teachers that they should have positive 900 attitudes towards children with a range of learning difficulties and 901 impairments. Opportunities to engage with people with disabil-902 ities and their advocates during initial teacher training can provide 903 a way for addressing negative attitudes towards people with 904 disabilities and for encouraging more positive position towards 905 inclusion (Forlin, 2010) . There is a strong case for forging greater 906 links between teacher training institutions and schools as well as 907 'greater cross-pollination between special education and other 908 disciplines during initial training' (Avramidis and Norwich, 2002) 909 in order to meet the needs of teachers in heterogeneous 910 classrooms. To respond to this need, this project involved 911 developing case studies on albinism for use in training, so that 912 the issues can be viewed in a real life context. In an extension of 913 this project, targeted training workshops have been implemented 914 at teacher training colleges to train the lecturers and develop an 915 action plan for integration of albinism into various aspects of the 916 existing curriculum, not only into topics relating specifically to low 917 vision, but also into other areas such as social studies, early 918 childhood development and education by discussing societal 919 attitudes towards albinism. A more specialist workshop has been 920 introduced at the principal SEN training college in Malawi-921 Montfort Special Needs Education College-as well as a revision of 922 current specialist curricula to include more aspects on albinism. 
